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Background:  Advances in care for children with congenital heart disease (CHD) have resulted in increased survival and a growing population 
of patients with adult CHD (ACHD). The purpose of this study was to describe the prevalence of retention in cardiac care in ACHD survivors with 
moderate or severe disease complexity from adolescence to young adulthood, and to describe follow-up patterns relative to provider type and timing 
of cardiac care.
Methods:  This retrospective cohort study included CHD patients who were 14-18 years of age during a cardiology clinic visit (index visit) in 
2001 or 2002, and had moderate or severe disease complexity (Bethesda ACHD Task Force 1). Subjects were identified by ICD-9 codes. Subject 
demographic and cardiac care retention data were obtained by telephone interview and medical record review. Retention in care was defined as any 
cardiology clinic visit within 2 years of the interview, as recommended by the ACC.
Results:  Inclusion criteria were met by 195 subjects. 171 (88%) were able to be contacted. Of those contacted, 153/171 (89%) completed the 
interview: 56% male; 91% Caucasian; 56% moderate and 44% severe disease complexity. The most common diagnoses were transposition of the 
great arteries (18%), tetralogy of Fallot (15%), and coarctation of the aorta (14%). Median age at index visit was 15.5 (14.0-17.9) years and age at 
interview was 24.5 (21.7-27.2) years. Median time from most recent cardiology clinic visit to interview was 0.7 (0-2.7) years. Of the 153 subjects 
interviewed, 135 were retained in cardiac care giving a prevalence of 88% (83%-93%, 95% CI). Patients retained in cardiac care were seen by a 
pediatric cardiologist (72%), adult cardiologist (20%), or ACHD provider (8%). Among those no longer retained in cardiac care, 10% had at least one 
cardiac clinic visit since the age of 18, while 2% had none.
Conclusions:  In this study the vast majority of ACHD patients with moderate or severe disease complexity were retained in cardiac care as young 
adults and seen by pediatric cardiologists. While the prevalence of retention in cardiac care in this cohort was high, failure to transfer care to an 
ACHD provider early in adulthood may result in sub-optimal long term outcome.
